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diagnosed	 in	 the	Black	 community.	However,	 little	has	been	heard	about	possible	





pants	 from	 the	 Black	 African	 and	 Black	 Caribbean	 community	 in	 Lambeth	 and	
Southwark,	South	East	London,	diagnosed	with	a	psychotic	illness.	Recruitment	was	
through	a	local	voluntary	sector	organization	and	other	community	contacts.


















are	more	 likely	to	be	diagnosed	with	a	psychotic	 illness,	with	at	 least	
double	the	risk	according	to	two	recent	comprehensive	reviews.[2,3]
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but	 a	 convincing	explanation	has	yet	 to	be	established.	A	 range	of	
possible	causal	factors	have	been	proposed,	including	disadvantaged	







would	 therefore	benefit	 from	qualitative	study	designs.[8-10]	 In	 this	
way,	phenomena	that	might	otherwise	be	missed	using	administra-
tive	or	survey	data	could	be	explored	in	much	greater	depth,	as	could	


















cardiovascular	 disease	 health	 promotion,	 where	 lay	 accounts	 of	
disease	 aetiology	 have	 helped	 inform	 how	 health	 promotion	 ini-
tiatives	are	communicated	to	patient	groups.[14]	Furthermore,	 lay	






















on	 the	basis	of	ethnicity	and	 lived	experience	of	psychotic	 illness,	
through	MIND	in	Lambeth	and	Southwark	(a	local	voluntary	sector	
mental	health	organization	with	extensive	experience	working	with	













Each	 participant	was	 given	 an	 information	 sheet,	 and	 the	 purpose	












fined	 academic	 concepts,	 and	 a	 group	 facilitator	was	 deliberately	





























nent	 themes	 emerged.	 Some	 participants	 felt	 that	 mental	 health	
issues	were	an	 individual	matter	and	did	not	agree	 that	being	 in	a	







3.1 | Within‐ and between‐group comparisons
The	 characteristics	 of	 each	 focus	 group,	 including	 the	 way	 they	
were	recruited,	had	a	bearing	on	the	study	results	(see	Table	1).	The	
first	three	groups	were	recruited	in	the	same	way,	initially	drawing	
on	members	of	 a	Black	mental	 health	 support	 group	 and	 also	 ad-
vertising	to	day	centre	attendees	at	a	local	MIND	branch.	We	then	
encouraged	 those	who	were	 interested	 to	 invite	 friends	 and	 con-
tacts.	Group	1	comprised	both	Black	Caribbean	and	Black	African	
participants,	and	there	were	important	differences	in	the	accounts	
of	both	ethnic	groups,	 for	example	around	 the	question	of	 stigma	










was	 much	 smaller	 and	 more	 cohesive,	 with	 participants	 tending	














3.2 | Theme 1: Accumulation of stressors


















2 Black	African 2M	1F MIND 3
3 Black	Caribbean 11M	7F MIND 18
4 Black	African 2M	4F Local	GP	practice 6
Note.	Six	people	attended	both	groups	1	and	3	giving	an	overall	total	of	35.
TA B L E  1  Focus	group	characteristics

























itively,	 you	 understand,	 you’re	 always	 under	 stress,	









you	 have	 to	 deal	 with	 your	 own	 personal	 issues,	
so	 for	example	whether	 it’s	 a	marriage	breakdown,	
whether	it’s	a	pregnant,	a	divorce,	a	funeral.	Which	
everyone	 goes	 through,	 but	 you’re	 picking	 up	 the	




Your	 expectations	 are	high	 and	 then	you	 come	 into	
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They	tell	us	you’re	this	you’re	that	and	that’s	not	the	







Docile	 for	me	 that’s	when	 I	 actually	 really	need	 the	
help	because	all	I’m	doing	is	sitting	in	my	room	(…)	but	








because	you	don’t	 fit	 that	bracket.	Dr	##	says,	 `Oh.	
He	looked	tidy.’		 (Focus	Group	1)
Some	 argued	 that	 this	 was	 due	 to	 a	 lack	 of	 cultural	 awareness	
among	staff:
They’re	 culturally	 insensitive,	 they	 are	 not	 aware	 of	
Caribbean	 African	 culture	 (..)	 we	 are	 very	 spiritual	



















out	 of	 hospital.	Maybe	 they’re	 not	 getting	 the	 right	
treatment	or	care	that	they	need.		 (Focus	Group	2)
Less	money	being	put	in	treatment	for	Black	people,	
of	course	 there	 is,	 that’s	 for	sure.	Who	 in	 this	 room	














3.4 | Theme 3: Absence of community support
The	absence	of	a	community	support	system	was	also	highlighted	
as	a	particular	risk	factor	for	mental	illness	in	the	Black	community.	
For	 instance,	 where	 previously	 the	 extended	 family	 might	 have	
played	an	important	role	this	was	no	longer	seen	to	be	the	case:
We	just	don’t	have	support	systems.	I	mean	my	par-










come	 here	 to	 this	 country	 you	 are	 alone	 in	 your	 
house.		 (Focus	Group	1)
Whereas	 here	when	 you’re	 entangled	with	 the	 ser-
vices	you	suddenly	realise	how	few	friends	or	family	
you	have.		 (Focus	Group	1)























3.5 | Theme 4: Stigma within the Black community
In	contrast,	there	was	also	the	commonly	expressed	view	that	Black	











and	then	release	you	 [from	the	 J`inn’	 (spirits)].	 I	 told	
them	I	don't	think	that's	the	right	thing	to	do	to	some-
one,	yeah?		 (Focus	group	4)
More	 commonly,	 the	 experience	 was	 a	 negative	 reaction	 from	
friends	and	family	members:
My	 dad	 came	 to	 visit	me	 in	 ##	 and	 he	 told	my	 sis-
ter,	##’s	gone	to	a	very	bad	place,	##	Hospital	and	my	






















to	 contribute	 to	 the	 increased	 risk	 of	 psychosis	 among	 ethnic	mi-
nority	groups,[7]	and	 it	 is	 the	cumulative	nature	of	 these	stressors	
that	is	most	often	attributed	a	causal	role.[7,24,25]
For	many,	 the	underlying,	 or	 fundamental,	 cause	behind	 these	
experiences	of	adversity	is	racial	discrimination[8,26,27]	and	this	is	as	
















ethnic	minority	 groups.[35-37]	 Shefer	 and	others	 report	 the	 results	
of	 a	 series	 of	 focus	 groups	 with	 different	 ethnic	 groups	 where	
they	observed	that	members	of	the	Black	African	community	were	
most	 likely	 to	 report	 high	 levels	 of	 stigma	 from	within	 their	 own	




users	 through	 forms	of	 racism	 and	discrimination	 from	 the	major-
ity	White	 community	may	 therefore	 be	 compounded	 by	 “internal	
stigma”	 from	 sections	 of	 the	Black	 community	 reflecting	 negative	
views	about	mental	illness.	While	a	sense	of	community	might	help	
ameliorate	 some	 of	 the	 external	 stigma,	 if	 this	 is	 accompanied	 by	
internal	stigma,	then	this	double	stigma	could	further	amplify	under-
lying	psychological	distress.





ness	 at	 a	 community	or	population	 level.	The	 contrast	here	 is	be-
tween	how	an	individual	patient	accounted	for	their	illness	and	how	
a	 group	 of	 patients	 explains	 the	 patterning	 of	 illness	 across	 their	





the	 increased	rates	of	psychosis	 in	their	community.	An	 important	
benefit	of	the	study	was	that	each	group	was	facilitated	by	a	member	
of	 the	Black	 community	with	 experience	of	mental	 health	 service	
use,	and	this	may	help	explain	why	participants	were	happy	to	share	
their	 views.	A	 further	 strength	of	 the	 study	was	 the	use	of	 focus	






























the	 target	 population.	 To	 test	whether	 links	with	 this	 one	organi-






and	Black	African	 participants,	 broadly	 representative	 by	 age	 and	








many	of	 these	 factors,	 such	 as	 socio‐economic	 status	or	 gender	
or	age,	that	seem	causally	related	to	mental	 illness,	might	not	be	
recognized	by	patients	themselves.	Lay	epidemiology	attempts	to	
explore	 how	 lay	 people	 account	 for	 the	 experience	 of	 illness	 in	
their	community.	As	such,	it	tends	to	capture	reasons	rather	than	
causes	but	 it	has	 the	potential	 to	 reveal	 the	processes	by	which	
mental	illness	comes	about.	This	qualitative	study	of	lay	accounts	
has	 offered	 some	 support	 for	 the	 epidemiologist's	 risk	 factors.	
Deprivation,	 here	 presented	 in	 a	 richer	 and	more	 nuanced	way,	
is	 clearly	 recognized	 as	 a	 significant	 factor	 in	 both	 determining	
and	maintaining	mental	 illness	in	the	Black	community.	But	what	
is	 particularly	 salient,	 and	 often	 missing	 from	 epidemiological	





for	 some—though	 not	 all—continue	 to	 show	 institutional	 racism,	
but	on	the	other	hand	the	Black	community	itself	can	be	a	source	
of	stigma	given	its	understanding	of	mental	illness.	These	lay	epi-
demiology	accounts	 therefore	provide	 insights	 into	questions	of	
aetiology	that	may	otherwise	be	missed	by	more	conventional	risk	
factor	models.
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